Background: Families' communication needs during the early cancer treatment period (ECTP) may not be optimally met by current practices. We sought to identify potential communication gaps and to ameliorate these by developing a novel in-depth conversation between families and their pediatric oncologists, the "Day 100 Talk" (D100), during the ECTP.
Notably, parents of children with cancer report wanting to revisit prognostic discussions during the year after diagnosis. 9 Additionally, parents hold less active decision-making roles than they desire. 10 In advanced childhood cancer, approximately one-third of parents report limited abilities to express hopes and worries during discussions of their child's medical condition. 11 These findings suggest a need to focus on fostering open communication and deepening the therapeutic relationship earlier in the illness trajectory. Specifically, revisiting initial discussions may facilitate parental illness understanding, agency, and trust during the ensuing months to years.
When and how to revisit initial discussions? Factors such as baseline mental health, health literacy and health-related beliefs, family structure and functioning, treatment intensity, and child symptomatology may all influence optimal timing and approach. 12 Acknowledging these mediating factors, the acute distress of the initial diagnostic period appears to lessen after approximately 4-16 weeks, 12, 13 and targeted interventions may "bend" the distress trajectory. 14 Additionally, several common types of childhood cancer currently require 6 months or more of intensive, multimodal treatment, followed by a prolonged period of active surveillance. [15] [16] [17] [18] Thus, the early cancer treatment period (ECTP), which we define as at least 1 month but fewer than 7 months from initiation of antineoplastic treatment, may represent a pivotal phase of the illness trajectory across a range of diverse childhood cancers, as families adjust to a "new normal." 19, 20 The ECTP presents timely opportunities for structured conversation between families and pediatric oncologists to consolidate key illness understanding, to enhance therapeutic alliance, and to assess and support family adaptation.
High-quality communication is a recognized route to strengthening therapeutic relationships in cancer care 21 and evidence-based interventions to improve oncologists' communication exist. [22] [23] [24] [25] [26] [27] [28] However, there is no standard framework to guide discussions during the ECTP. 29 The aims of this study were to elicit: (1) perceived communication gaps regarding cancer care among children with cancer and parents of such children currently in the ECTP, (2) conceptual acceptability of a novel in-depth conversation between families and their pediatric oncologists during the ECTP, (3) potential facilitators of and barriers to such a conversation, and (4) development and refinement of tools 30 to facilitate the conversation. Initial diagnostic disclosure and treatment discussions have been described as the "Day One Talk," 5 and so we tentatively titled this proposed new structured conversation the "Day 100
Talk" (D100). The name is not meant to imply a fixed date, but rather connectedness to the initial diagnostic disclosure and treatment discussions while invoking the passage of time.
METHODS
Potential participants received printed information sheets that described the study. Participants indicated consent by participating in interviews or the provider focus group. For minor participants, parental permission and child assent were obtained.
All participants received modest gift cards to an online retailer.
This study was approved by the Dana-Farber/Harvard Cancer Center Office for Human Research Studies (institutional review board).
Participant eligibility
Children, adolescents, and young adults (referred to collectively as "children" or "patients") were eligible if they were undergoing cancer treatment for at least 1 month and <7 months, were 13 years of age or older, spoke English, were not in foster care, and were cognitively able to engage in an in-depth interview. Eligible parents included Englishspeaking parents of any-aged child undergoing cancer treatment for at least 1 month and for <7 months. Oncology providers, including junior oncologists (JOs, fellow physicians and first-year attending oncology physicians), attending oncologists (AOs), and oncology nurse practitioners (NPs), were eligible if they cared for children with cancer at Dana-Farber/Boston Children's Cancer and Blood Disorders Center.
The clinical care model at the center includes a multidisciplinary continuity cancer care team consisting of an AO, a fellow or NP, a psychosocial clinician, and a nurse. This primary team is formally assigned after the child's diagnosis has been established and may or may not participate in initial diagnostic, prognostic, and treatment discussions. Typically, AOs, NPs, and psychosocial providers render care within a single disease center (hematologic malignancies, solid tumors, neurooncology), whereas fellows care for patients in all disease centers. Providers who care exclusively for patients undergoing stem cell transplantation were not eligible for participation, as stem cell transplant is more commonly undertaken beyond the ECTP.
Sampling strategy
Purposive sampling was employed to incorporate potentially divergent perspectives. 31 Initial characteristics of interest for both parent and child participants included gender of the child with cancer, cancer type (solid tumor, hematologic malignancy, or central nervous system tumor), and time elapsed since start of treatment. For parent participants, we sought to sample fathers as well as mothers, as mothers' perspectives are more prevalent in existing research. 32 Following initial analysis of the first three parent interviews and first patient interview, we refined our purposive sampling approach to pursue emerging characteristics of interest, 31 Oncology providers were invited to participate in a focus group conducted by a trained facilitator (J.G.) or an in-depth interview. Provider in-depth interviews followed the interview procedures described above, using the provider focus group guide. Audio recordings were subsequently transcribed, with identifying data removed. See Supplementary Material S1 for interview and focus group guides.
Conversation tool development
After preliminary analysis of patient and parent interview data, we developed a three-part conversation tool to facilitate D100 including a preparatory family worksheet, a draft conversation guide, and a family summary sheet. Format and structure of the conversation tools were informed by the Serious Illness Care Program. 34 During provider interviews and the focus group, the draft guide was presented to providers (n = 11) for feedback and refinement, and subsequently revised.
Data analysis plan
Data for analysis consisted of typed transcripts of interviews and a single focus group. Qualitative data analysis adhered to the constant comparative method 31 and to standards for rigorous thematic analysis in a healthcare context. 35 Initial codes were developed through a process of line-by-line coding by a single investigator (A.M.F.). These were refined to focused codes and compiled into a codebook, which was reviewed by a second researcher (J.G.) for adherence to the data.
Computer-assisted qualitative analysis was conducted using Atlas.ti version 7.5.10 (Berlin, Germany). From focused codes, thematic categories were constructed, and links between emergent categories were explored. Five parents declined, resulting in a participation rate of 55%. Four children declined, and a fifth exited the eligibility period after being approached but before deciding, resulting in a participation rate of 50%. Patient and parent participants came from 11 distinct families.
RESULTS

Parent
Thirty-four oncology providers (16 JOs, 10 AOs, and eight NPs) were invited to participate, and 18 indicated willingness (53%). Ultimately, we conducted a focus group of four providers, and interviews with seven more. Characteristics of in-depth interview and focus group participants are shown in Table 1 .
Content analysis highlighted several important themes that informed development of D100 and the three-part conversation tool.
Themes are summarized in Tables 2-4 .
Communication needs during the ECTP
Parents and patients reported experiencing significant life changes during the ECTP, particularly changed roles within the family and an altered perspective that acknowledged a relative lack of control and significant uncertainty. Their expressed hopes and worries centered largely around the possibility of regaining health and a sense of normalcy. These hopes and worries were sometimes withheld from oncology providers, either because they were presumed to be known already, because of a wish not to be bothersome, to shield the ill child, 
Current communication practices and approaches to communication skill building
Responses to D100 proposal and development of D100 conversation tools
Responses to the proposed D100 intervention and the conversation guide are summarized in Table 4 . Parents and children with cancer saw the proposed D100 intervention as a chance for regrouping-bringing together care providers who may not be encountered together, such as the oncology provider, primary nurse, and psychosocial clinician. In addition to the physical act of regrouping with the larger care team, 
TA B L E 1 Characteristics of interview and focus group participants
Experiencing life changes
Dividing/ changing roles Family separation Illness and treatment take a toll Lacking control Living with uncertainty "[N]ot being able to go to school was hard, 'cause I've been… one of the top students, so… at the beginning I DID try to go to school, and it just wasn't working… I'd be the one that would stay up all night to do homework, so, we had to kind of stop that" (Patient #5). "We have … kids, we haven't seen … we missed our second son's birthday" (Parent #2). "And now we're just kind of… like a boat in the waves… 'cause there's nothing else we can do right now. Just kind of… everyone's like, 'How do you do it?' And it's like, 'Well, how don't I do it? I don't have a choice'" (Parent #5).
Cancer and treatment beliefs
Hopes Beating cancer Getting back to normal Meaning-making "The statistics of people that don't make it, they must be getting treatment elsewhere. That's what I tell myself" (Parent #3). "Gonna go in and do the surgery, and just, you know, just praying that hopefully, it's all over when they take it out" (Patient #4 conversation tool provides nine core questions across three domains to encourage disclosure of hopes and worries by families and prompt anticipatory guidance by providers and clinicians. To further address concerns about "opening Pandora's Box" and the need to enhance provider knowledge and skills, a companion training program was developed. Additionally, the family's completed preparatory family worksheet will be circulated to the care team prior to D100 to help the oncology provider and psychosocial clinician prepare. approaches to communication skill building tended to rely on apprenticeship models, rather than more formal approaches, such as workshops and conversation guides. [36] [37] [38] Finally, oncology providers perceived significant time pressures in their clinical work, and worried about "opening Pandora's Box." Thus, D100 was developed to encourage family disclosure and to prompt interdisciplinary anticipatory guidance within a structured, time-limited format.
DISCUSSION
The finding that providers may not ask and families may not share their concerns during the ECTP is not surprising, but it is worrisome.
The implication is that providers are "listening for" cues that may not come, and missing opportunities to elicit and meet their patients' and parents' needs. 11, 29 Unfortunately, this reliance on surmising may hinder providers' stated strategy of tailoring their approach to each family. It may also set up the cancer care relationship for a rocky future course, if all parties expect the provider to intuit the patient's and family's needs. 39 Some providers indicated that discussing "nonmedical" aspects of the cancer experience, such as emotional and spiritual coping, was outside their role, and therefore, a potential misuse of scarce provider time. As such, the original formulation of D100 as a conversation between family and oncologist was potentially at odds with providers' preferences and practices. Reconceptualizing D100 as an
TA B L E 3 Provider themes
Communication beliefs/attitudes
Theme
Codes Illustrative quote
Oncologist's role Being truthful Being responsible for decision making Taboo subjects Taking over care after initial diagnostic discussions is challenging "I don't usually talk about spirituality, a lot, um, because it's a, can be a very touchy subject. And in a family that's already in a very delicate place … I ask if they want it, in some cases? But in a lot of cases, I don't discuss it very much, just because it's so, um, it's so variable from person to person" (AO #2). "Emotional coping, I probably don't specifically talk to the parents about? I might address it? But, um, nobody wants to be told that, 'You need to go see someone and take an antidepressant'" (NP #3). "… I have to work harder to build up my own relationship with that family when I wasn't there for the Day One talk" (JO #1).
Parental adjustment Expectations may not match new reality Resiliency "I think it also depends on what the family's expectations are? For some families, nausea is horrible! They just, they want their child never to be nauseous and to be eating the same way as they were, prior to the diagnosis. And, and that is an unrealistic expectation, um, that I don't know that we always communicate perfectly … for us, those things are normal … their 'new normal,' that the family doesn't necessarily understand" (JO #2).
Competing priorities/ constraints
Limited provider time "Provider time. That, when you're a busy first year fellow and running around, and totally sleep deprived, the idea of planning a formal talk and, and getting the time to do it; or, maybe you have eleven patients scheduled in clinic that day… I think, time is just always something that's hard to carve out" (JO #1).
Communication strategies and practices
Tailoring: Varying communication "dosage" and content
Repeating illness information
Intensifying family contact Choosing to omit "I have had, repeatedly, patients who have been surprised, sometimes shocked, angry… that feeling, like, 'I didn't know this is what was coming?' And, so I feel like I've, I've… learned to incorporate sort of reviewing that plan at different time points" (NP #1). "I was just gonna say I feel like I rarely… maybe it's… something I should do more?
But I rarely, directly would ask them, 'So, how… how's it going?' 'Cause I feel like the answer is usually, 'Why would you even ASK me that question? Of course it's not good'" (JO #4).
Tailoring: Methods of appraising family needs
Relying on listening, intuition and surmising, rather than direct inquiries "Reading" the family/ exercising professional judgment Taking would say. I think that the art of communicating… is… is not a highlighted part of our world. The Day One Talk, … maybe … but again, I think there's many different styles even to doing that… I think the content has been fairly well categorized, but … the presentation of it, I think is something … we don't spend a lot of time, explicitly discussing" (AO #4).
interdisciplinary conversation supports oncologists' preferred practice style, aligns with standards for psychosocial care, 40, 41 Learning family context "It seems like a good idea because some of the things that are on here that I would LIKE to know about families, there's not a lot of time in the beginning to address them and maybe now that the medical issues have hopefully kind of become more routine and easier would be a good time to go back and kind of hash some of those things out" (JO #3). "You're opening up this opportunity to ask you more questions. You're also creating an opportunity for the physician to understand how to better take care of the family" (AO #4).
Allowing for regrouping "I think it would do a lot to… give people a boost of confidence and feel like, 'Okay, well, I remember when I had a conversation like this before, and I was completely scatter-brained … and now I'm havin' this conversation now. Look how much further we've come… we understand what's going on" (Parent #4).
Engaging unanswered questions "For the present, if the current chemotherapy I'm doing is right for me? Or, is it too much? Or, is there any way it could be better, or anything we improve right now or for the future. If there's anything that we're doing right now that could hurt me in the future, or, that… yeah, that we could prevent, and make sure it was better in the future" (Patient #3). [X1] knows he's here, if they're not… you know, they can't be at rounds, but they come here … we see her at least once or twice a week" (Parent #6). "I think looking at the specific questions … I think for me, for most of my families, the, 'We're still getting to know each other, can you tell me more about your family?' I think would feel harder for me to ask at Day 100? I would have hoped that I would have asked that, gotten to know that about people, earlier?" (JO #1).
Mixed responses: Opening Pandora's box
Could increase family anxiety "I think a lot of the questions I have to ask, I don't really want to ask? 'Cause they're scary…" (Parent #6).
Could increase provider discomfort "I think that probably the, one of the more challenging things is, is going to be to convince… physicians not just to spend the time, but to feel really comfortable to opening themselves up to this… kind of conversation, because it is a much more… sort of frank, and in some ways intimate conversation… than we typically have in a clinic day… it's a different kind of business. Right?" (AO #4). "I think a big part of the reason we don't necessarily ask some of these questions is because we don't want to end up with a fireball that we can't deal with. Right?" (AO #3).
Could be time consuming "I think it's gonna open up a lot of … A LONG list of things to work on, I think that these families will have a lot… families will have a LOT to say. Um, and so, not only the meeting itself is gonna take a lot of time, but I think follow up of it will, also. But it'd be really nice to have it set, though, so that you have that availability to do it, and I think the families would appreciate it a lot" (NP #1).
Mixed responses: Tradeoffs
Anticipating logistical difficulties " [It] would get complicated to, in the first one to three months, set up a new, um… family meeting that, say, isn't… I don't want to say 'needed,' but isn't… called for… trying to really get the whole team there might be a little bit difficult? Having said that, I think it's a… you know, it's a great idea to have like a… 100 talk, just to kind of regroup" (NP #3).
Format too artificial? "So I think these are questions that should be on our mind… as part of our relationship. And… I think for me, that sort of stopping it at some point and… it just feels like an artificial stop. I think it's more important that we, in our OWN minds, know that we're covering this, and that's what I meant by an internal checklist. But, um, I don't think that I would interrupt the natural flow of the doctor/patient relationship… with these specific questions" (AO #1).
Recommendations
Empower families to tailor experience "Maybe even giving families something to help them know what to expect in a conversation like this, um, give an opportunity to let them write down questions if they have them… basically just sort of going off and reading your patient… and what their needs are, sort of guide that conversation" (NP #1).
Clarify goals of D100 "I think the idea is a good one … I would want to know what the ultimate goal of it is? … Is it to help us? Is it to help the family?" (JO #2)
Enhance provider knowledge and skills "I think people might … need actual sort of training … you know, a little bit of practice … the buy-in into actually doing it {having a Day 100 Talk} will be harder, um, unless it comes as a little bit more of a package" (AO #3).
Make D100 timing flexible "But, I think it would be difficult, because then every patient is going to, 'Why haven't I had my Day 100 talk?' And then, you know, I think… it could be that the goal is to be around Day 100, but… I… make it a little bit more, um… flexible, I guess?" (NP #3). 
